This article discusses the history of the grassroots movement led by self-advocates and their families to replace the stigmatizing term mental retardation with intellectual disability in federal statute. It also describes recent and pending changes in federal regulations and policy to adopt the new terminology for Social Security and Medicaid.
As members of the American Association on Intellectual and Developmental Disabilities (AAIDD) and readers of the journal Intellectual and Developmental Disabilities are aware, there have been significant changes in terminology and classification over the last several decades. The growth of the self-advocacy movement has brought heightened awareness of the personal impact on people with disabilities and their families of the terminology used by medical, educational, governmental, and other bodies to identify or classify impairments. With this knowledge, policymakers and entities wishing to adopt new terminology must act with extreme caution and care.
The most recent change from ''mental retardation'' to ''intellectual disability'' was unique in that much of the impetus came from people with intellectual disability and their families. This impetus grew in the public realm and played out in open debates in the organizations devoted to their interests, in the halls of state legislatures and Congress, resulting in terminology changes in federal law through Rosa's Law (P.L. 111-256 [2010] ).
Terminology plays a crucial role in how people with intellectual disability are perceived and treated in society. Further, in the public policy realm, even minor changes in terminology or criteria can mean important differences in eligibility for support programs. Therefore, consistent use of appropriate terms and diagnostic criteria for the Americans with intellectual disability is critical to help ensure that they are treated with dignity and respect and have access to needed services and supports.
The use of AAIDD's now widespread term intellectual disability (Schalock, Borthwick-Duffy, Bradley, et al., 2010) is growing throughout federal law as a result of Rosa's Law. Consistent use of this term is important for the protection of eligibility for benefits, services, and supports and must be maintained. Recommendations to adopt variations of the term are misguided and run the risk of causing harm to people through loss of eligibility for crucial benefits; causing confusion in the field for diagnostics, assessment, and eligibility determination; and undermining the hard work of people with intellectual disability and their families to bring about critical change in federal public policy.
What's In a Name?
Various terms have been used over the years to describe the condition of intellectual disability. Often, the terms have acquired a pejorative connotation, with mental retardation being the most recent term to reach this point. Self-advocates and their family members and friends advocated to adopt a more appropriate, accurate, and less stigmatizing term.
The Arc's network of 700 state and local chapters was engaged with self-advocates and their families on the issue of terminology for many years. In 1992, The Arc of the United States changed its name from the Association for Retarded Citizens to eliminate the ''r-word'' from its name. This came after substantial debate by self-advocates and family members who were concerned about identification with the name of the organization.
Over time, many states began to change the names of agencies and programs; by the early 2000s, a hodge-podge of terms had developed and not all were accurate descriptions of the individuals served. It was clear that one term was needed that could be used consistently across the country to avoid the confusion that was developing at the state level. The Arc was regularly engaged with self-advocates, families, and state and local communities to consider an appropriate term; they ultimately concluded that AAIDD's term intellectual disability is the most fitting term.
On July coding was changed to 'Mentally Retarded,' I wondered how a society that had become so empathetic regarding the language it used to describe so many of its members, had not recognized the offensive language still used to describe one of its most vulnerable populations'' (The Arc of Maryland, 2009) . A solid consensus in the disability community grew out of the Maryland advocacy campaign. Intellectual disability is the most accurate and preferred term to replace the outdated term mental retardation. This deeply felt and carefully considered change resulted from years of frustration by advocates, which is well summed up by Rosa's then-14-year-old brother Nick in his testimony to the Maryland General Assembly:
What you call people is how you treat them. What you call my sister is how you will treat her. If you believe she's ''retarded,'' it invites taunting, stigma. It invites bullying and it also invites the slammed doors of being treated with respect and dignity. Table 1 ). Rosa's Law replaced the terms mental retardation and mentally retarded with intellectual disability and intellectually disabled in federal health, education, and labor statutes. These statutes include such critical laws as the Public Health Service Act, the Individuals with Disabilities Education Act (IDEA), and the Rehabilitation Act. For Congressional jurisdictional reasons, it does not, however, apply to other critical laws for people with intellectual disability, namely, the Social Security Act authorizes Social Security, Medicare, Medicaid, and SSI. The intent of the advocacy community was to have subsequent legislation introduced that would apply to the Social Security Act. Services, 2012) . Across the nation, approximately 87,000 people live in ICF/IIDs (Larson, Ryan, Salmi, Smith, & Wuorio, 2012) .
Status of Implementation
On January 28, 2013, SSA issued a notice of proposed rulemaking to replace ''mental retardation'' with ''intellectual disability'' in the agency's listing of impairments and in other appropriate sections of SSA's rules. The Listings, as they are known, form a major part of the regulations for determining eligibility on the basis of disability for the Social Security disability and SSI programs. This is a change in terminology only and will not affect benefits eligibility. SSA's adoption of current terminology will have widespread impact: more than 800,000 beneficiaries of Social Security have a primary diagnosis of intellectual disability (SSA, 2012a) and more than 130,000 child and 940,000 adult beneficiaries of SSI have a primary diagnosis of intellectual disability (SSA, 2012b).
Federal Regulations
The language of Rosa's Law anticipated some delay in the issuance of regulations to implement all of the changes in terminology for the covered statutes. To address those delays, the law established rules of interpretation for the period of time between passage of Rosa's Law and updating of relevant regulatory language. Essentially, the term mental retardation would be deemed to mean intellectual disability.
Impact on State Policy
Rosa's Law does not require any terminology change in state law. Many states, however, are already using the new term, because many of the affected federal laws relate to state programs. Most states have changed some terminology voluntarily and by statute, but the changes vary in scope. For example, the vast majority of states have changed the names of their respective state agencies, abandoning the term mental retardation and replacing it with the related, and sometimes overlapping, term developmental disabilities.
Value of Consistent Terminology
The consistent use of the term intellectual disability in U.S. federal and state laws and implementing regulations is essential. Failure to adopt consistent terms and consistent definitions would likely meant that eligibility for services for people with intellectual disability would vary across programs and services -with people qualifying in some cases, but failing to qualify in others. Additionally, selfadvocates, their families, and the broader disability community have achieved true consensus on the need for common terminology and the use of the term intellectual disability. Federal and state laws and programs should reflect this consensus; much of the need for modern, respectful terminology derives from the stigma and prejudice experienced by people with intellectual disability.
Avoiding Unintended Problems
The World Health Organization has suggested the use of the term intellectual developmental disorder (IDD) to refer only to people who were previously diagnosed using the term mental retardation. There are numerous reasons why this term would be a mistake, including the confusion caused by using different terms in eligibility determinations and benefits programs and among policy makers. Because of the already widespread acceptance of the term intellectual disability or ID in the United States, when that term is used within the phrase ''intellectual and developmental disabilities'' to indicate the broader population, the acronym used is I/DD. Over the last several years, use of the acronym I/DD has become widespread, and it designates the population of all people with intellectual disability (ID) and developmental disabilities (DD). It encompasses many people with DD who do not have ID. Therefore, promoters of the term intellectual developmental disorder, intending INTELLECTUAL AND DEVELOPMENTAL DISABILITIES 2013 , Vol. 51, No. 2, 108-112 'AAIDD DOI: 10.1352 /1934 to refer only to people with an intellectual disability, will be inadvertently including all people with ID and DD in the discussion whenever they use the acronym IDD in the United States.
Terminology and the Movement Forward
From the earliest grassroots rumblings that eventually led to a name change for The Arc in 1992 to the groundswell that led to the federal Rosa's Law and the subsequent initiatives by CMS and SSA, it is clear that the most recent change in terminology had a basis in the needs and desires of selfadvocates and their families. Efforts to abandon this long-sought change will be soundly rejected by self-advocates, families, and the organizations in which they play major roles, as well as by service providers and professionals who support them. Future changes in terminology must advance their cause; no retreat is acceptable.
